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Introduction

On August 12, 1977, Lauren Kathleen Foil was born to us, and from
that time on, our lives have been changed in a significant way. Be-
cause her handicaps are many, some major, some minor, we often
remember her first vears as a blur, which came into focus only when
we learned to manage her medical conditions. Once we mastered
those. and she felt better, she began to smile, and very slowly she
learned to feed herself, and finally to walk. Eventually, she learned to
save “Nol" to read "Go,” and even to jump. While she learned, we
learned. We also drove, made phone calls, wrote letters, and had con-
ferences. Now, we are able to be her advocates with doctors, with
school personnel, and with society as a whole. Qur goal has not
changed. 1t has aiways been to give her a life more abundant, rich in
experiences and opportunities. Meeting that goal has not been easy.
Yot whenever 1 am wearv from the idea of sitting through one more
speech lesson, making one more phone call. or ore more doctor's
visit, T think of the compassionate people waitiv s there for us, and |
keep going. Thev are at therapy, at school, and at the other end of the
telephone line, at their medical offices, and in their homes. They care
too, and they make all the difference.

e



From the Author

In preparation for writing this booklet, 1 interviewed many profes-
sionals who 4 -k with handicapped children. I also had lengthy inter-
views with other parents. These parents shared their experiences with
me in the hope that their sharing could somehow make your lives
casier. Their children range from five months in age to seventeen
years, and their handicaps cover the gamut. The children are mentally
handicapped, brain damaged, deaf/blind, autistic, severely motorically
impaired, and emotionally disturbed. Many have more than one hand-
icap. These parents are at different stages with their children, yet tliey
share common feelings. In addition, each one I talked to gave me new
insights and understanding, and 1 hope 1 can pass these on to you.

[ am grateful for interviews from educators at the State Department
of Education, in its agencies, and in special schools; social workers in
private practice, with various organizations, and with state schools;
and several Baton Rouge pediatricians.

The contribution of the following mothers and their children made
this book possible. In the text of the book, names have been changed
in order to protect their privacy. Thanks to:

varlene and Lindsey
Debbie and Katy
Toni and Katherine
Cheryl and Dinah
Judy and Kenneth
Peggy and Jennifer
Sue and Kim

Nancy and Sarah
Sugar and Amy
Karen and Sarah
Joy and Jeffrey

Fatty and Matthew
Connie and Matthew

Lynette and Eddie
Debbie and Amy
Deborah and Matthew
Donna and Victor
Evelyn and Lisa

Mary and Brad

Gloria and Robin
Cindy and Jennifer
Dora and Shalon
Kathy and Glenn

Kerri and Danny
Sharon and Ashley Marie



How Do I Keep Going?

The tollowing experiences are the comypdetaon + of the thoughis that
nameroas parents hace shaved ol me.

I get my feelings out, | seream: | erv 5 el a friend.

I prav to God#talk to my kids. my familv. and people whe care,
Thev all keep me going,

I have a strong will. 'm determined to finish. and 1in a fighter. | try
to stav optimistic, and | see every sign of progress as hope for the
future.

Fescape. Teall a friiend, someone to laugh with. | get involved with
my other Kids and their activities, with mv nieces and nephews. | get a
sitter and go out. | listen to music with my headphones on. 1 even
imagine myself ina bathoil commercial,

| start with hope cach day,
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Changes

Jov. sorrow, excitement, depression - parents of handicapped chil-
dren spend their days on an emotional rollercoaster of ups and downs;
the peaks and vallevs are never steeper than during the first years of
their children's lives. For some parents, there has been the distinet
possibility the child would not live. For them, survival alone brings joy.
Bat. their child will be handicapped. Depression. A possibility the
handicap will not be severe. Hope. The next day, an hour-long seizure.
Despair. And so it goes in the lives of the handicapped and their
parents. Fer days, Tor months, and for some, vears, the cveles con-
tinue. At times, parents are lulled into a period of peace, only to be
rudelv interrupted by a medical emergency or the discovery of a new
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problem. Although the vears to come will bring their challenges, there
will never be a more difficult time than the eartv vears.

All of the parents |interviewed for this book are managing, but they
have all ridden the roltercoaster. They have alt ascended the mountain
and plummeted down it many times. Their vallevs have eventually
become further apart, and they have become acclimated to their rare
environment,

Forall parents, the beginning is the same. Thev are devastated; they
are shocked. The situation seems urreal. Thev stand outside them-
stlves watching someone else go through this. Most of all, there is
immense sadness M eas as if someone had given me a birthday cake
and then taker it away.”

To relieve the pressure of the myriad of emotions the parents go
throuigh at this time, thev talk. Thev talk to familv, to friends, to medi-
cal personnel, and to clergy. They also talk with other parents of hand-
icapped children and often find a new source of comfort there,
Cortainly. wives and husbands also turn to cach other. Thev talk to-
gether and they cry together, but thev cannot alwavs confort cach
other because they each feel such grief.

For most of the mothers, talk comes casily, but it is not that way for
the fathers. Many begin 1o stay at work more than ever, and they
requent]y well no one at the job. It takes them much more time to he
able to talk. even to their wives,

liven for mothers. talking does not always come casilv. Having to
constantly explain to friends. acquaintances. and strangers is difficult,
but having to tell their other children. and the grandparents mav he
the most difficult part of all. Atthe time when the parents need com-
torting most they must instead reassure all these other people that life
will ¢o on,

While the parents do keep things going from dav 1o day, thev also
go through a grief evele. The child they believed would be bern to
themvis gone. their “perfeet” chiid is no more, and there is grief. Some
people skip certain stages entirely, while others get canght in a partien-
lar stage for an extended period, but on one point they agree - the grief
process cannot be harvied. Each person must proceed at his own pace,

After the initial shock. the nest stage of grict is often anger. The
people at the charelr nursery who will not keep a handicapped child
but who will prav for her, the parents of the normat child who com-
plain abont his normal colic. the doctors who are unable to make the
child well are all targets of our rage. There has to be someone 1o
blame. and how can anvone blame the innocent children who cause
all this chaos?
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The parent may also experience a feeling of fear, a fear of being
inadequate to handle shunts or trach tubes or whatever else may 1\
low. "1/l I had to be "Supermom,” in gear twenty-four hours a day. If |
let down, 1 felt grilt because wasn't doing something.”

It is only natural then that, for many, a “frantic period” follcws.
During this period, the parents seek out every piece of literature availa-
ble on the topic: they call anyone who might have information on
treatment or services - from doctors to legislators. Indeed, they may go
so far as to take special courses at developmental centers or colleges.

This frantic need to learn and to take action in order to make things
better may also result from the fecling that the parent is somehow to
blame for the handicap. Friends and family may wonder aloud what
the parents did “wrong:”™ husbands and wives may blame each other
and themuielves. They may worry that they are being “punished” for
not really wanting a child, for “suspicious™ ancestors, or any number
of other reasons. It may take a clergyman to assure the parents that a
loving God would not single them out for this responsibility and that
things do go awrv in this chaotic world. It may be a doctor or social
worker who is able to explain that, even with a reason for the h%
cap and an exact diagnosis, the problem that must be dealt with is the
same. Life moves forward and today must be a beginning,

Another stage of the grief process is denial, and there is good reason
for many parents (o deny because the diagnosis for their children is
often so elusive, “Betore the words cerebral palsy were actually spo-
ken, 1 kuew things weve not vight. bat the positive outlook of fricnds
mice it easy not to face up to it didnt admit that Kenwas retarded
until he teas fitteen months though iy doctor had told me - at cight
months. | siuphy didd not “hear” hin, and Fd neeer ace believed it if it
hachit been writtens on s chart.”

Fathers trequently seent to remain in the denial stage of grief longer
than the niothers. “The experieuces pavents go thvough are so different.
I most cases, the wother dresses and feeds the child. gets the child
it the car. dvives Tun to the doctor or (o the thevapist, waits, gets a
dragnosts or progress rveport. and returns home, At the end of a irork-
dav. 1chich often feaves no time to think of howe, the husband cormes
home aned asks, How was the day? ™

Nevertheless, it is hard to deny the existence of a severe handicap
for long. In fact, the parents may be almost relieved to have their
instinets confirmied, their questions answered. They take a step toward
acceptance, but thev still may have hope that their child will somehow
miraculously escape the really devastating effects of the handicap, that
he will be only mildiv impaired. T trath, the very best doctors, thera-
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pists, and tcachers can only predict what this child will do. No ohe
does actually know for certain. Because of this, parents may still aim
high, while gathering the strength they need to care for their child,

After the parents pass through these stages, certain events will trig-
ger their recurrence, but these events will usually be of shorter dura-
tion and less intensity. The most common setbacks come as a result of
medical problems. A visit to the pediatric neurologist or a discovery of
a previously undiagnosed problem, or even a seemingly minor illness,
is emotionally trying. If the medical conditions cause feeding problems
or constant crying, the parent becomes exhausted simply from feeding
and nurturing. These demands take their toll, especially when added
to constant planning for and coordinating of therapy sessions, doctor
visits, and educational programs.

Another major problem seems to be adjusting to changes. Any
change is hard, whether a move to a new city with its subsequent
search for a new support team, or just a move from a caring and
trusted teacher for whom the child will work. Secing the other children
during a first visit to an early intervention program often strikes par-
ents with the realization of the difficultics to come. Parents seek simi-
larities and differences between their child and those in the program.

Equally troublesome is the comparison of the handicapped child to
hormal chitdren. "It hard to sit at family gatherings on holidavs and
see all the other children progress. [ watch them plavwith Legos and
huild with blocks while my child can only sit or lie with a toy in her
hunds.”

All of these experiences are painful, bt through sheer determina-
tion and persistence. some of the distress can be alleviated.

Coping

What courage, what bravery! Friends offer support with such words,
Well, what choice do you have? You can stand up to this awesome task
and try to follow it through, or you can crumble, That's it. There's no
going back. You must be tough and gentle: you must be insistent and
patient; you must speak up and listen: and you must be persistent
even though you are weary. You will accomplish more during your
child’s preschool years than many People achieve in a lifetime. You
will meet an immense challenge daily.

.
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The first step in meeting that challenge is to attempt ) « FIFRNT
standing about exactly what is going on. "It weas a relief o . it
the stoges of griel arid find out that there were clearly o '
had gone throngh and that 1 had ondy one left (o go.” Pac, o 0
able to get an idea of what their ¢hild will be able to do and what
resources are available. It is time now to seek out the medical oxperts
and learn how to tone down hypertonic muscles, to learn how to get
the child with cleft palate to swallow smoothly. It the child doesn’t
sleep. it's time to increase his daily activitios or to consider medication
to help him. The satisfaction that results front solving these problems
goes far to help overcome the paralyzing helplessness the parent origi-
nally feels.

Once some energy returns. the parent is able to take further action
to reorganize and prioritize her life. For many parents, the house is the
first to go. Sue said, “When Lioas a clean nut, Twas gripey all the time.
Now I ke the floors. baths, and kitchen clea.. but i the beds don't
get maav, | can’t worry about it Catalogs, telephone shopping, and
convenience foods save much time. “Lite wilt not alivays be so hectic.,
and lates will be time enought to worry about making the craicfish
Lisque we loce. Right now 1 just don't have the time or the energy (o
worry ehout sorme of the things Lused to think weve impostant. At this
time, the simplest way is the onhy eay to handle my lite.”

Certain strategies can help the famiiy get organized.

1. Keep a targe calendar to write everything down on, Make cach
person responsible for getting his activities on it

2. Have errand davs. Ask a friend to bring her list also, and spend a
noraing together driving awround to find the odd sized lu,lnlmll)
or the vight knob for the kitchen cabinet.

3. Divide the chores, at home and away from home, Sit and decide
who will get up at night, who will drive which carpool, and who
will buv groceries and pick up prescriptions.

1. Enlist the children’s help too. They can learn to tie shoes and
pour milk. Let the handicapped child help by waiting his turn.

Once some reorganizing is done and some activitios dropped. there
should be a litle time to relax. Time just to talk together is essential for
parents. “We enjoy snealking out for an hour tor breaktast or lunch. A
whole erening out connds as a mdafor beat.”

There should also be time tor family recreation. A change of scen-
eryocan cheer up (-\'(-r\'nn(- Try packing the family in the car, and
driving around a Lit, Stop for vogurt, or just keep driving. I vou miss

exereising, try (u-mlm.s with the baby, 1t will take some creativity for

O
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both of vou to get a workout, but it will be worth it. Another idea is 1o
tape voursell if vou read or sing to the baby. These tapes, played at
bedtime, can bring pleasure and comfort.

With careful organizing, a parent may find a moment alone al home.
but she will have to be ingenious 1o snateh it Getting uy: before the
rest of the family offers a chance for the prayver and Bible reading that
carries many mothers through the worst times. Fach mother realizes,
eventually, that she must have a few moments to herself, even 1o be
able to scream or ery in private. it's difficult to remember that she has
needs too, but the mother of a handicapped child must take care of
herselt if the child is 10 develop and wrow,

Projects in the house and in the vard offer a temporary cacape. "4t
feast with o yard project 1 lelt a sense of accomplishiment hecanse it
staved done o« while. Once the azalea bush was prined. it didi't
need to be touched tor a vear!™

OF course. the best relief at home comes fronn extra hands “When |
was at the pownt ol exhiaustion. iy mother and stepdad came aned got
up uth the baby ai wight. allowring me the livst vest 1l haed sinee KNellvs
Durth That wwas o g point.”” A time also comes when the parest
must be able to get out of the house, This respite can come in many
lorms. and the need is great, "IN sister called and said. Gt help and
eet cut non.” " Waorking saced vy sanity: 1 had 1o be aieay a lewe
howrs a dav.” loining a health ciub vras the hoest thing  did. Those tewe
lows ek made a bemendons ditfevence.” Work. a ganme of tennis,
a weekend trip. or even a course in managing stress can all offer a
repreve,

There are two other “healers™ that just happen without any action
on the part of the parent. The first is that time passcs. Even before the
parents are able to function well. they cope by keeping this child alive
and by getting themselves rom one day to the next. This passiage of
timme brings knowledge and vnderstanding and allows them 1o regain
some control over e lives

Finallv. for any parent, the best moments come when babv Lauren
can finally push hard enoush to make the ved bitton on the busy hox
stueak. The tiniest bit ot progress litts parental hopes like nothing
elue.

N
X
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Advice

The tollowing ideas aie -« corupilaton of the suggestions for coping.

Don't dwell on the problem. Work on the solution. Accept your
child’s necds and go from there.

Find an adviser. someone who can help, someone to share your
worst fears with. Find doctors who are compassionate, therapists you
like. You can't do it by vourself.

gets better and worse, but the sun will come up tomorrow. Take
the davs one at a time, and don't took too tar ahead.

Put on boxing gloves and he prepared to fight, Be assertive and don’t
settte. Even if evervone savs it's impossible, do your best to bring
change,

Just love this child. She can bring vou jov. Look at what she can do.
not what she can't. She is a person first. Learn to love her as a person
so the handicap doesn’t matter.

Know that it's so muen more exciting when this child does anything.
See light in the little things.

Do what vou want to do. not what vou need to do. Take time for
vourself. Be good to vourselt,

You aren’t alone. Get with other peenle and get involved. Build a
network. It won't come to vou.

O
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Siblings

Chaos reigns. The baby needs her medicine, Matt needs help to tie
his shoes, and Fddie wants someonc to help him find the wheet for his
dumptruck. One child rises cach morning at five, one screams during
the night. and all need attention all day. Fach constantly competes for
attention, and the parents try to meet every need, striving for family
harmony.

The relationship of the siblings to their handicapped brother or
sister is of major importance to the family. Reactions vary according to
the ages of all the childven, whether the handicapped cinld is older or
vounger, the functioning level of the handicapped child, and even the
reactions of the parents. The siblings” immiediate reactions usually mir-
ror those of the parents in that they too are otten excited to have a

10 N
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baby in the family but terribly sad about the handicap. The major
difference is that iife goes back to normal much more quickly for the
children than for their parents.

Just as the parents have mixed emotions about having a handi-
capped child. the siblings have negative and positive emotions also.
Fortunately. in the long run, most siblings grow up with special quali-
ties that a child in a familv of “normal™ siblings would never have the
opportunity to acquire. Two of these qualities stand out, The first is
that the siblings seem to grow up and take responsibility in the family
more quickly than would otherwise be usual. Separations from par-
ents, such as visits with grandmother, are accepted, and an air of
independence at a younger than normal age is common. In the best of
instances, these children are also able to forgive the moods of their
parents, understanding the constant demands on their time. “4 doctor
in Texas tried some experimental sov meal stufl. Well, ibe minute Mom
heard about this she wrote and got it. We all want Lawren to have it as
casy as she can.”

Another positive effect of having a handicapped child in the family
is to make the siblings more sensitive to all people with handicaps.
and especially toward their own family member. “She can't walk or
talk, but ove to play with her so | can make her smile. Everybody in
our family helps her with her work for school like balancing her on her
feet. ' gladd Tre had this experience. The way ? help her, | could take
any kid you gave me. I's exciting watching hioy learn things.”

Outside the home too, they rise to their challenge and become
protective of the handicapped child, defending him if necessary. They
intercede for hine and in some cases communicate or interpret for him.
Kelly at five accepts Kim matter of factly. “This is my sister Kim, and
she doesnt talk.”

There may he negative reactions too. These can happen with any
new baby, but are often exaggerated with a handicapped baby because
of the enormous amount of attention he requires, The good news is
that the positive reactions are the ones that remain,

As might be expected, young siblings mav ery for attention., suffer
temporary reversion, and display anger at the mother for delivering
the “intruder” “Waite ©was recuperating from the bith ot Jenniter, |1
had to force a lug tronn big sister Melissa because she was tuvions at
me.”

This anger may cause the sibling to foel guilty, and the parents have
to be attuned to that possibitity. Thev must allow the normal child to
verbalize those feelings, " made stve Jan alivays had o lew minutes at
bedtime so that she could release her anger at her bother tor his

ERIC v, oo
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cerbal abuse of her: Although she Feew he was crmnotionally disttirbed,
it was possible for hier not to e attected when e old hev she was
fat and stupid.”

Ifthe normal child is vounger. there is usually less of an adjustment
problem because he s born into a family with a handicapped child. In
fact. Lynette remembers that evervthing her normal child did seemed
brilliant. so she received frequent praise, Unfortunately, as the normal
child grows and sees other sibling relationships, there mav be disap-
pointments. Matt was frustrated when Julie couldn't play with him: he
missed her companionship. There is less play, as well as less fighting,
when one of the children is severely handicapped.

Finally. brothers and sisters may possibly be embarrassed by their
beers making fun of their sibling. Peggy remembers “Trov's concern
that his friends would make fun of Victor. As it turned out, the other
children: viewed hine simply @s “a baby™ and reacted positively. In
Debbie's case, her daughter was older and her classmates did stare,
Debbie spoke with the teacner, who gave the class a brief lesson on
being handicapped. A positive experience resulted.

Two arcas are the most difficult for the parents when dealing with
the brothers and sisters. As a result of being fatigued, tempers may
flare, and the siblings cain often be the targets of their parents’ anger
and frustration. Therefore, the parents must make a conscions offort
not 1o overreact when meting out punishment. “As a four-vear-old,
Josteshould be allowed to spill nilk too, but it's hard to remeniber that
heis a child because he can do so nueh more ihan his brother™

Because they seem so capable, it's very tempting to let the siblings
become extra parents, to make them full partners in meeting the de-
mands of caring for the handicapped child, its so convenient 1o have
them babysit. help feed. and help dress him. In the long run though,
the more positive their feelings are about their sibling, the better for all
concerned. R

H the children are near the same age, they mav play together with
the parents participating in the activiy, Patti remembers hearing her-
sclltelling Hollv ovec a vt over, “As soon as 1Hinish with Matthew, we'll
do that™ 1o counteract that problem, she and her husband designated
Sunday afternoon as Holly's time, Although Matthew goes along. Holly
chooses the activity: whother ferding ducks or visiting Mike the Tiger
at LSUL Poracalso plavs with her children together. “Both chifdren like
to -t le avith e o the waterbed ™ Trov aoes help in the care and
teachmg. but he also gets involved in the play.

Justas parents need time atone away from the handicapped child, so
dethe siblings. It's important for parents to encourage the nonhandi-

|
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capped child to participate in extra activities. While that child is prac-
ticing soccer or ballet, she's getting attention from another adult.

At school parents can be helpful by letting the >acher know what is
going on at home. ln the classroom most teacher . re willing to give a
child a little extra attention until he adjusts to his situation. If the
mother can work it out, it may be important for her to be roommother
or to do sometiing else special at school.

At home, parents need to find a quiet time for each child. They may
staggrer bedtimes. giving cach child a visit then. If the handicapped
chila is in school or takes naps, that's another chance for one-to-one
time.

Certainly relationships change, sometimes on a daily basis. For most
families, the effects of the handicapped child are more positive than
negative. “Before, [ locused on Jeff's taults, his messy room, lis prob-
lems avith grades. But his love tor his sister and the responsibility he
showed in dealing with her gave me the opportinity to see a side of
him I night not have seen otheruise.”
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Families

Of the parents | interviewed, exactly half felt that their families gave
them terrific support. They gave that support in every form from driv-
ing and cooking to calling and listening. The other parents truly
missed that support, but some of them who received no help at first,
received it after the relative came to knov' the child and understand
something of his handicap.

The par nts whose family members “come through™ henefit in two
main ways. The first is respite care, which includes everything irom a
sister changing a diaper to a grandmother taking a vear's sabbatical to
help. The extra help makes a world of difference. “That one weekend
a tmonth my parents kept the haby was about the only thing that kept
me goimng. 1 knew that no matter how had things got, I could look
lorweard to two whole days without the responsibility of caring for my
child.”
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The other benefit is the moral support family members give by tak-
ing pride in these newest members of the clan. 1 saie v parents
Standing in front of the nursery window saving, "That'’s owrs!” "o other
instances, siblings may offer support with words of comtort. "My sister
satd, "It is just fine to teel that lites not fair. Its not. You teel anger. You
feel hurt. Don't apologize for that.” ™

[n sharp contrast to these grandparents, aunts, and uncles who
accept che situation immediately, are other family members who sim-
ply deny that anything is wrong. Thev aren’t ready to hear, sav these
children are “just lazy." that they'll get better, and surely things will all
work out. “They loved Jettreyv dearly, but iy dad just couldnt say the
word retarded,” and my mom praved constantly for a miracle.” Others
who deny may just stay away, never confronting reality.

Some turn awayv because they are afraid and fecl inadequate to
handle the child. Thev fear they don't have the stamina or the skills to
Fandle a seizure, or that thev will hold him “wrong” Others do not
feel comfortable with discipline, or they constantly feel pity. 1t is impuos-
sible for them to treat him fike other familv members,

With patience and tolerance on all sides, relationships usually im-
prove, Several suggestions might help.

1. Tell your family you want them to spend time with vour chikl
and get to know him. Help it neppen,

2. "Tell them vou want them to learn about his conditieir and how
to take care of hime "My lamily learned 1o wibetecd iy clild rvight
along with me.”

3. Help teach themy U taugh iy wchole fanily 1o signe (o Brad, so
he conld participate tlly i lanaly gatherimgs.”

1. Let them know if vou need or will accept financial help.

5. Most of all, let them know when vou're tired. I they don't offer,
ask them to babysit or to help with houschold chores, 1 eas
tempted 1o say to v praveriul mother-in-law, After vou've -
ished praving, could you come help me cool?” ™

The parent of a handicapped child learns carlv that, even with
fnilv members, he must be an advocate Jor his child. speaking up.
and sharing his feclings,

Q 21
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A friend is a person who cares for us oven if we're o tired (o make
conversation or too down to make jokes. Uniike our family iembers,
we choose om friends and they choose us, and those relationships
b age constantly throughout our fives as we add new friends and
occasionally lose contact with old ones. The birth of a handicapped
child offers us an opportunity to form new relationships and to grow
closer in old ones.

Just as all other relationships change when a child is added to a
family. so do the relationships with old friends. Most of them readily
aceept the handicapped child, It never occurred 10 me that anyone

»
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would trn away trom ne child 10 Ud had a paple child, Td hace
expected any real friend to sav, She’s a lovely shade of purple.”

Regrettably, friends also have to deal with their own sadness and
bewilderment at what has happened. Because of that, they aren’t al-
wavs able to be the source of comfort the parents expect, “Though |
expected the maost rone iy best tend. she couldn’t give it She was oo
devastated hersell”

Parents are torn between wanting to express their feelings of sadness
and resentment. vet dreading their friends will not be able to handle

the siteation, not want to face it. and. therefore, cut off contact, =Wy
triends called a mutual frieud 1o ask abouat e, | guess they wcere atraicd
ol what thev'd hear i they called e Mavbe they weve atraid Td ory.”

Its so difficult for them to understand that the crises are continu-
ous. The best of friends get tired eventually, “/ fost theme all. There
were those who care for the livst surgery, hut they didn’t make it o the
telfth.”

Most of all there is just verv little time to keep up with friends. “/F/
erer had time (o niticte a <all, | didnt have the energy.” The changes
i lifestyle force a change in patterns of friendship. “0'd want to hare
hieads over. but by the tinne they'd anvive, Ud be so tived o the extra
ellort, 'd be alimost angry at them. As the evening progressed. 1l relax
and enijov the conversation, bu! inight wrait a long tine betore I'd o it
.

It is still harder to take this child out with friends because of the
unpredictabilitv: of what might happen. “As soon as we got to the
prenic, Jenniter had a seizave, and erervone weas running around and
hantic.” “We'ld decided (o celebrate and go out tor supner. [ watched,
appalled. at the vestanrant as Fric tned over a table that had just had
Sy worth of cattish placed upon it

Parents also get tired of constantly explaining to friends. “No. he
reallv is no hetter, or ves, we've had another erisis” One parent finally
decided to answer queries with a long Christmas letler to bring friends
up-to-date.

Although triends den’t reallv quite know what to do or sav. they do
care. “Our hiends oltered strong support emotionally and plivsically.
Meals were delicered 1o us for weeks while | shuttled back e tovth
bhetiween home and the iutensive care it at the hospital” Friends
visit. keep other childre: write, prav, listen, and care. "1 may harve
tewwer close hiends noe than betore, but those tho did stay wathy e
are jewrels.”

O
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Medical

“Parents who are advocates, enthusiastic. and never gire up make
ilana so do their childven.” This quote from a Baton Rouge pediatri-
cian points up the strong role parents plav even in dealing with the
child’s medical problems,

Because the problems of the handicapped are unique, and there ¢
more frequent doctor visits, many more complicated and puzz
symptoms, and more difficult accisions to be made, it is of major
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importance to the mother that she establish a rapport with the doctor.
In extreme cases, his trust in her instinets and his willingness to act on
her suggestions can make a major difference.

The numiber one criteria by which parents rate pediatricians is by
their willingness to listen and to actually hear the parents when they
talk. There are “good doctors™ who listen (o all the “silly questions”
and consider the parents’ “theories” If the mother oceasionally tahes
the child in when it is not necessary. these doctors understand and
treat her concern as importan?, although the illness may not be. Fur-
ther. these doctors go slowl: and return and initiate calls, There s
always an attitude of caring about the child and his barents. These
doctors look at the parents es people with special needs also. “The
specialist [ went to see at Emory said. i going to pat vou i a private
roone. You really need the rest.” ™

Another quality the i tdoctors have is an interest in these particu-
tar children. They look at treating them as a challenge. they netice and
praise the slightest progiess, and they tell positive stories about pa-
tients with similar problems.

Unfortumately, vou mav find vourself with a doctor vou would like
to work with but who isn’t handling things the wav vou prefer. If so.
vourll need to help hime Its entirely possible vou're more of an expert
on vour child’s specific condition than he is.

For example Aary charted Brad's vision fluctuations for two vears
w make her point to the doctor. and Sharon found that the quickest
wav to get a change in medication was to chart ver child's behavior, if
feeding is a concern, vou might save an oftice visit if vou keep a jog
before the visit recording the quantities and tines of feeding. Some-
tirnes. the log is surprising even to the parent. Be sure vour descrip-
lions are accarate so the doctor can understand what vou're saving.
This etficient approach gives a parent credibility:,

Once vou are at the doctor's office. there are several things vou can
do. If between visits, you keep a running list of questions. just as vou
would a grocery list. then during the visit vou can ask them all and
write the answers on the list. With this method vou can actually look
at them again later instead of just trving to remember. While vou're at
the office. vou and the doctor need to determine a specific conrse of
action. If vou feel vou need estra time. consider scheduling i consulta-
tion session with hin,

Preciselv: because these caring doctors are oul there. the parent
must not hiesitate to hant tor one if her doctor is trolye inadeqgnate. A
major complaint concerns the doctor with the patronizing attitude Ann
rermembers as, “Me doctor, vou dwndy mother” I vour observations are
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telling you your child is not being treated properly, consider asking for

a second opinion,

Sometimes a doctor is so inflexible, so certain that his theories are
right, that the burden of taking action is placed on you. The doctor is
likely to blame all medical problems on the already identified handi-
cap. A child with Down Syndrome may grow very slowly, but he will
grow. No growth at all could be a sign of a hypothyroid condition.
Whenever a child REGRESSES or STOPS PROGRESSING, the parent
must seek help.

Unfortunately, these second opinions can he confusing. Doctors may
differ among themselves as to a course of treatiment, One orthopedist
recommends full leg hraces. another feels they won't work for this
child, while a third feels thev're obsolete in any case. You, vour pedia-
trician. and these specialists must determine the course of action to
purste. A doctor for a special child must be willing to work with others
- 1o consult - for the problems are too complex to handle alone,

Other doctors are faulted for being blunt and insensitive, Joan's doc-
tor was “too busy™ to wait until her hushand could be with her to
receive the diagnosis. Deborah remembers the doctos who tokl her
she'd certainly be better off if her child didn't make it. i the doctor
can’l take the time to provide comfort, 1o answer questions, and to
return calls, vou should certainly consider changing.

Few parents blame their doctors for incompetent care, but that can
oceur. One pediatrician failed to recognize that the unusual lamyp on
the child’s head was the shunt. which had gotten out of place. An
otherwise competent doctor may wait too long to act. causing a necd
for emergency procedures if these things happen. the parent must get
lo another pediatrician fast with the least of her worries being the first
doctor's hurt feetings. The child must always come first.,

It vou decide you must change doctors, this difficult decision may
have to be made when vou are emotionally drained and in no mood
for a confrontation. However, there are wavs to make the change cas-
ier I vou wish to tell him divectly. a pediatrician suggests vou say, "/
unthappy wah the way things are going. Mavbe ' overly concerned,
but I teel I need a change.”” Another method is to sign a release of
information form and get the new pediatricians secretary to get the
records. 1f you wish to talk to the first doctor's secretary, just ask for the
records to be sent, but don't feel vou must explain.

1o help vou choose another doctor. vou mav want to ask other
parents at an Farly Intervention Program. doctors vou trast. sociai
workers. or other professionals for retervals. Betore vou make o final
decision, vou'll want to ask him some questions.
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How do vou feel about, and do vou treat other handicapped chil-
dren?

What are the office hours?

Who takes vour cail and will that person trust my word il | call
in an emergeney?

What hanpens in an emergency? Do | get the emergency room
doctor or vou?

Do you aliow patients to look al or make copies of their records?

A good doctor has many facets. He's knowledgeable bhut knows his
imitations, he's available, and he's & good listener. “He's not an in and
out doctor. He takes time to play cith my child, o work acith her”
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Testing and Evaluation

“Its a nervewracking experience. Evervone knew what was going o
happen but me. There [ was with six experts who would determine to a
large extent the next three years of iy child's lite. What were they going
to o to me?” Though the evaluation team members do what they can
to put the parents at case, there is no way to minimize the importance
of a major evaluation.

The first complete evaluation by the pupil appraisal team in a local
school system or other ageney occurs when the child is suspected of
heing handicapped. This can occur as soon as the baby is medically
stable and out of the hospital, although it usually does not come untit
later. Subsequent evaluations occur at least everv three years, These
evaluations determine the child’s eligibility for available special educa-
tion. After the evaluation, an Individualized Education Program (IEP)
is written for him to detaii his program and placement if he wilt re-
ceive special education services.

An evaluation may be difficult because the parent is hearing from an
authoritative voice that his one-vear-old son is functioning at a three-
month level. On subsequent evaluations, if progress has been slow, it's
discouraging when the gap has widened. On the plus side, accomplish-
ments the parent mav not have thought ot as significant may show the
evaluators that the child has greater potential than expected. Al sue-
cessive evaluations, the parent may be surprized at the child's pro-
gress. “Sundra’s 1.Q. went from twenty-four at her six vear evaluation
(o fifty-tiwo at her nine vear one. Though they did use different tosts,
significant progress was undemable”

These meetings can intimidate the parents, but there are steps a
parent can take before, during, and after the evaluation or the 1EP to
make them easier. Several weeks before the evaluation the parent
should update the child's medical data. If both parents will not be able
to go to the evaluation, a friend or relative might be dratied for com-
pany and support.

During the evaluation, the child may not “bat the red pompom,”
although the mother knows he can. Part of the problem may be that
he won't perform for someone he doesn't know, or e may not perform
in a testing situation. Retesting mav have 1o he arranged. On the other
hand. the evaluation mav be accurate, but because it doesn't show
personality. the numbers tend to be lower than expected. Although it
may scem that it would be impossible for an evaluation team to assess
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a severely handicapped baby, it is possible. Regrettably, @ is also possi-
ble that the testing may not be appropriate. “They showed my baby
cards to check his evesight. | covldnt eoen recognize what was on the
cards. It really unnerved me.” One parent feels that sometimes evalua-
tors may be unreasonable in asking for more testing, while another
parent might want a test repeated to be sure the information is aceu-
rate. Phe parent has the right to speak up in either situation. Children
do change, and evaluators will differ in their focus and interpretation.

The role of the parent remains the same. It is to be active and
involved and to ask questions at the end of each testing period. If he
disagrees with the evatuation, he needs to ask for a reevaluation or a
partial reevaluation. The state provides for this case and can do this.

The other major assessment is the tEE. Before meeting to determine
the IEP, the parent can assenmible medicat records and revead the infor-
mation from the evaluation. She may atso wish to check that informa-
tion against articles describing normal development to determine the
goals she wishes to include on the P 1 is hard to choose between
objectives such as sitting and tatking, but she must decide what the
child needs to tearn most at that time. Next. it's a good ides to read the
pamphlet on IEPs, and to ask for a list of program options and where
they are located. Finatly, the parent may wish to line up a friend or
someone knowledgeable about the child to attend this meeting atso.

One unportant feature of 115Ps is that nething can be written down
on thenr ahead of time, but they must be planned before the meeting.
THIS ASPECT IS SIEGNIFICANT FOR THE PARENTS. The rationale be-
hind this idea is that the teant including the parents, should put this
together as a group obtaining one another's input. The reality is that
cach teacher prepares his goals, brings them to the meeting. and then
writes themin the [EE Indeed. no one would want an P dictating the
child’s progriun for twelve months that hadn't heen considered ahead
of time. The problem is that. while the rest of the team knows at least
some of what will happen at the mecting, the parent knows nothing.
Since there is no rute that would Keep a parent from asking teachers
and therapists ahead of time what they plan to recommend  a precon-
ference with the teacher(s) might case the parents” nervousness and
make the actuat meeting go more smoothly.

Once the EPis completed. the parent st double check it care-
fully. not relving solelv on the trust hie has in this group of teachers. tf
a teacher or the child teaves that school, the TEP protects ihe child's
rights to the services the parent feels are important. Therefore the
parent must et the evaluators know if he feels an additional goal
needs to be added to the TEP or if a reassessmoent is called for. At this
point. the parent can refuse to sign the 1P bat he should be propared
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lor pressore at the idea of having to reconvene the six. busy experts. In
spite of this difficulty. it SHOULD be done if called for. The need for
related services such as physical therapy or occupational therapy can
be considered separately if the parent wants to accept the rest of the
evaluation. For instance, when my ehild was deemed o no longer
need oceupational *herapy. | disagreed. After a re-examination, she
begair o receive services again. but it took three months of phone
colls. conterences. and my determination to get her retested for ther-
apy. The rest of her LEP remained unchanged,

Being an advocate for the services vou want for vour child becomes
a wav ol fife. Your voice witl be heard, but it must be loud and persist-
ent. You can make the difference.

3
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Program

“Parents have power!” |s this true? Well, no and ves. There are times
when vou face “the burcaucracy™ that 't seems as if vou ha . 0 say at
all. But veterar parents™ know that perseverance will pay off, and vou
do have power The kind of educational program you would want is a
legal right once vour child reaches three. Althougls the school system

“mav not provide what vou went, federal and state laws are on vour

side. However, hefore the child is three, you must rely on vour com-
munity organizations for - most services, and the scope of these pro-
grams varies from arca to-area,

Hovou are tucky enough to have a well run program, the benefits are
many. Parents fearn to let go and children fearn to separate from and
to relate to different adults. At nine months, Marci was riding a bus
and staving at school all dav. “/issed her, but T eould not do for her
what they could. It helped Tots not to have to < vith the problems all
the time.”” AMter Sam left for residential placement. Cynthia felt reliof,
“Wereally had no choice. He'd become oo aggressice and difficult for
us 1o handle.”

As soon as vou are ready to seck some sort of program for your
child, yvou can check out the possibilities. An impressive number of
resotrees exist in Region 20 but hefore the age of three, a comprehen-
sive program is not available through anv single agency. The ARC
programs tor children zero to three are the most frequently used.
These carly intervention programs offer homebased activities to all the
children. and some offer centerbased instruction. Many offer a short-
term transitional class for those about to enter a full-time program, and
a lew progressive programs are considering daveare components. 1
vour child's specific condition is not addressed by the existing pro-

ams, vou may have to use vour “power” o gel an appropriate one,

It vou are lortunate enough to have a choice of programs, you might
wish to ask some questions ot the director of cach.

Lo What is vour pupil/Zteacher ratio?

20 What are vour discipline technigues?

How much time is spent on speech and motor skills?
Mav 1 observe the elass whenever | wish?
How do vou keep data? Do 1 aet a copy?

Tl e 12

You mav also learn by observing the class and by talking to the
teacher and to the parents ot tie children in the class.
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If there is a possibility of resid ntial placement. the rules are almost
the same: read and determine what vou want, find out what's available
and visit, and evaluate the famly situation. If a child’s needs can only
he met by a near twentv-four hour program, a residential placement
can be bes' 11 it doesn’t sork, a change can alwavs be made. Commu-
nily agendes are working to provide the support © 4 sespite to allow
all severely involved chitdren to stay at home. but it's not available vet.

When vou decide to send vour child to his fivst program, vou may
lind it difficult to trust him te anvone else. ™ put hine on the bus, and
he langhed. but Fevied ™ 11 the child sheds daily tears, it is even tougher
lor the parent to feel she is doing the right thing. “The first year at
schiool she cried dailv. She had necer heew in a marsers, but 1 knew |
had a job to do. She had 1o hare an education. ook nervee pills, but
Shellv went to school™

Onee the initial adjustment is past. the parent may discern a need
lor change in the program. At that point she needs to get to know the
teacher, volunteer in class it practical. and observe, She has a chance
to learn. “Hcatched through the glass and saw iy child as others see
I

After this “short course” if a need fo change is confirmed, the
parent must speak up. Cindv said, At the new progran, the childven
lav arvound white the teachers cnt oat paperdolls. They didnt even
hother (o continue Susan’s potty baining as they had no potty. They
weve also seaved of her shoant. It was a disaster. | ealled the divector of
the progrann and was able to get a potty tor ey and a ook on shints.,
Though 1 teared then reactions, the teachiers yesponded weell”

At three. the child moves to the program provided by the local
school system. Certain tacties can facilitate the entry into such a pro-
gratn,

1. Consider jpining the parent group.

20 Ger the old and new teachers together for an inservice session at

lcast by telepl one it they have time,

3o Let the ehiid go part-time at tirst it that option is ottered.

[ Praise the new school to the child and his performance there,

Occasionallv, there mav still be problems. “We hace come across a
ten nstances of not aowmg ony nghts, and we may not be getting as
muclt as e should. tor exanaple. e speech: There needs to be more
openr ess e things ke deterionng hon el e awith the occupa-
nonal thevapest or phnsical thervapst. Were not guahted: thevve edn-
cated Butat the fan savs we can han e e want il Dont hide i o
i I order to get the desived services: the paent must be tirne and
remember. these protessionals have their jobs because of these chil-
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dren. In certain situations, a parent may have to call and ce'l again,
wait on hold, and then call one more time.

Occasionally, drastic measures have to be taken. After numerons
phone calls and meetings, Toni told of having to threaten a due pro-
cess hearing to get an arde to handle her child's tracheotomy at school.
She knew her rights, and once the administration realized she was
determined, shie did get the aide without the hearing,

Fortunately, things don't usually go that far hecause you can negoti-
ate. give suggestions, and work with the program to get w! * you
want. Usually, the teachers and administrators want what yc.a want,
what is best for your child. “The enty of these new peopl - into our
lives was the best part of my daughter's being handicapped. Under
their guidance. | sawe her do things she'd never tried at home.” These
people also offer a gift of understanding. which few other friends have.
“They encouraged me to share my irden. Janet, Molly, and Becky
were there to share the responsibility with me.”

335

Q ¢

RIC o7

Aruitoxt provided by Eic:



O

ERIC

Aruitoxt provided by Eic:

Parent as Teacher

The concept of parent as teacher is not unusual. A major role of any
parent is to teach, but with a special child. there is much more to he
taught and the teaching is more difficult and more time consuming,
Activities of daily living that normal children do naturalle must be
tanght to the handicapped child. In the beginning. even feeding and
chewing can be a problem. Debbie found that Katv's feedings gol
much better when shie got a college student to work along with her al
cach meal for a couple of weeks. using the techniques taught by the
oceupational therapist. Onee achild can use a spoon. feeding can still
take so long that one meal almost runs into the next. 7 et him feed
lumsell Tus tacorite meal (hreaktasty andd et lime make a total mess
once a day. I help hime at the other ones.”

After feeding. the next goal is usually to work 1o got the child mov-
ing. rolling. and creeping. Many parents follow a regular schedule of
exercising the child that mav include an exercise/plavtime after haths,
stretehing to videotapes with music. or even work on the parallel bars
tor-a child with cerebral palsv. Weekend exercise sessions and plain
old roughhousing - usually totally unstructured - may be enjoved by
the parent as much as the child.

In-addition to the exercise. parents also find time daily 1o teach
activities, such as how to pick up tovs, sort silverware. or use light
switches, Thev help him fit into his environment. and teach him
awareness. eve-hand coordination. and problem solving skills. Ses-
sions are more interesting for the parent and hold the child's attention
longer it they alternate between activities the child enjovs and those
he doesn't, constantly varving the routine.

The handicapped child must learn social skills. too. for thev may
well be more important to her than the cognitive skills. Becanse she
will interact with people many times a dav. she must learn to cat with
good manners. sav thank vou, and allow other people to talk without
interraption. As she gets older and goes out in public more frequently,
appropriate conduct becomes even wore important. 7 had 1o teach
Chies not to hug strangers. She had to learn that hugs were for special
people”

The most difficult of the social skills to teach is good behavior. s
hard to chastise a child who is seve oIy impaired. Disciplining this
child goes against all the principles we've learned. and vet it is abso-
lutely critical that it be done. Nobody likes a bad child. and with all the
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care and attention from others that a handicapped child needs. he just
can't afford to be undisciplined.

“Be the boss. Be tivm. I e wins one battle. e expects to i more.”
All these words from veteran parents emphasize one idea: set rules
vou and the child can live with and follow through. */ hace only tuo
yules. theve is no - deliberte spilling and no plaving with food in the
wmounth. We can both live with those, but if theyye boken we just try
again.”

Behavior maodification. a program to change a specific behavior, is
the method of discipline most commonly used. It can be anything fror
several five minute sessions throughout the day to help him keep his
fingers oul of his mouth 1o a verv structured activity for an autistic
child. A child may lose her self control. For this ehild, “time ont™ in a
“sad chait™ can work well. A timer is set for ten minutes, and the chikl
Knows she can get up when the bell rings.

I vou've heen able to find a punishment that bothers vour chikd.
such as the “sad chair™ or taking away a privilege. or a reward he'll
work for. such as a hug or an encouraging word. it will be much casier
to modify his behavior. However, finding the incentive can be a real
challenge. The one thing the parent must never do. is to reward bad
behavior by giving in to it Disciplining a toddler is not casy. but
dealing with an cight-vear-old who still throws tantrums is mueh
worse,

Another stralegy s to try to prevent the chanee for bad behavior, For
stance. when taking the child out, keep it brief. and plan trips that
can be cat shortif need be. Choose the destination carefully (a small
neighborhood store might work best.) Try to enlist the ¢hild's coopera-
tion by making sure he understands what is expected of him, I there's
a probleny with getting him to walk with vou, distract him by walking
backwards o/ singing on the wav to the car, or offer to let him carr- a
package or some Kevs,

If these ideas fail, go to “Plan B which is to forget public opinion
and ask for helpaf vou need 1t Briefly explain what the problem s, tell
the person there is no danger, and sav. “Will vou work with me to
cany this <hild?” FPhe positive attitude of the parent can reassure the
public and help the child to calng himself

With all of these things to teach, many parnts start with brave
resolutions to do exacilv what each specialist has suggested and do it
severai times a dav. Thev soon fiad that they and the ehild have a hard
e keeping it up.

At that point several things mav happen. The parents may continue
at full capacity but find that the handicapped child is thew whole life,
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or the parents may quit doing so much, but feel guilty whenever they
aren’t working with the child. Everything they read will seem to be
screaming, “Each opportunity not seized is lost.”

In the st case scenario, the parent realizes that she can handle
things best without a strict schedule. She can work in a little exercise
while waiting for the pediatrician, a little talk while changing the dia-
pers. The best resulis will come from pulling the child into an every-
day environment anc focusing on what he's interested in. If possible,
parents, siblings and grandparents can all take turns in the role of
teacher. Constantly varying the routine, using as many activities as
possible with built-in reinforcement. such as turning on a faucet or a
radio, holds the child's interest longer. Putting a few toys away for a
while can m: . them much more interesting when they reappear.

The parents often feel they teach constantly. “This child needs every-
thing I can give, and I do get tired, but when she takes even a tiny step
toward a goal, | am rewarded by a wonderful feeling of achievement
that serves as a balance for all those other days when all my repetition
achieves no results.” It often seems it would be much simpler just to do
all the feeding and all the carrying. Independence seems impossibly
far down the road, but the parent of a handicapped child cannot take
the easy way any more than the child can. Deborah urges, “If the child
is capable, dont make things easier. You should push him to work at
his functional age level, not his chronological level. but push him you
must.”

“Aandicapped children are not bort to special people, but through
caring for their children, these parents become special people.”
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Sources of Information

There are many sources of information about handicapped children,
and they cover a wide variety of topics. A comprehensive list would be
much too long to include, so a sampling is listed below.

State Department of Education - hooklets or information are availa-
ble on:

* communications for the severely handicapped child

* the schools for the deaf and the visually impaired

* the grief process

“ the child's legal rights to education

* how to file a formal complaint

* the developmental stages (Minimum Standards for Severely
Handicapped Students)

* the process of writing an Individual Educationai Program

“ the process of pupil appraisal for eligibility, interagency plan-
ning
responsibilities of the schools (Regulations for Implementa-
tion of the Exceptional Children’s Act)

“ the Louisiana School Directory with complete information
on the services offered by the State Department throughout
the state

© an annotated reading list of books reviewed by parents

* Parerit Conferences on Special Education

Department of Health and Human Resources - booklets on:

* financial planning and estate planning (the Developmental
Disabilities Council)

* evaluation, diagnostic and treatment services available from
the Handicapped Children's program

© a comprehensive directory of services available throughout
the state. including infant programs, respite care. substitute
fam v care, and residential care,

East Baton Rouge Parish Sehool Svstem offers:

*a directory of services

" parents” handbook
East Baton Rouge Junior League offors:

" a catalog of services for children with special needs
Bookstores offer:

© Come Care with Me by Lottie Krim

O
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* Somehady Else's Kid by Torey Hayden

* One Child by Torey Hayden

* Reach for Fitness bv Richard Simnmions

* Handling Your Cerebral Palsied Child at Home by Nancy

Finnie

* The First 12 Mor -1s of Lije - Frank Kaplan, Editor
Magazines include: '

* The Exceptional Parent

* Education of the Visually Handicapped

* Newsletter from the Down Syndrome Congress

* Newsletters from the National Information Center for Handi-

capped Children and Youth

There sie an enormous number of other publications. These are just
a few that various parents have recommended.

o
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Support Groups

Support groups are often helpful to parents of young handicapped
children. At the meetings, a mother may find a friend, a mentor, or a
fellow advocate. The meetings also give parents a chance to exchange
information and hear speakers on topics of interest to them.

In Region 2, a number of groups are available.

* Louisiana Society for Autistic Children
* The Baton Rouge Neurological Association
* Bereaved Parents

Down Svndrome Awareness Group .

“ Early Intervention Programs - Baton Rouge, Hammond,

Nonaldsonville
* La Leche League
* Neonatal Intensive Care Unit Group at Woman's Hospital
* Parent/Teacher Organization of i.eBlanc School in Gonzales
“ The Association for Retarded Citizens (East and West Baton

Rouge Parish, Livingston. Tangipahoa, Iberville, and Ascen-

sion Parishes)

“ Advocacy Center for the Elderly and Disabled

* Louisiana Epilepsy Association

“ Citizens Cooperating for the Education of the Deaf (COED)
* Council for Exceptional Children

* PROMPT (Parents Reaching Out Model Parent Training)

“ The Parenting Center

* Louisiana Association for the Deaf/Blind

= Spina Bifida Association

o o 29
ERIC 33

Aruitoxt provided by Eic:



Equipment

When the Lions™ Club called Saral's grandmother for a donation,
thev ended up donating a hearing aid to Sarah. Civie dulss, state agen-
ciesand familv: members often team up o get the equipment a handi-
capped child needs. Many sources are available. A sampling is listed
below:,

“The Lions™ Club - gives hearing aids, glasses. ofe,

- The Cerebral Palsy Center - lends wheelehairs, corner scats,
The state through LSD or ESV] - gives cquipment for deaf
and blind

~Private insurance - pavs for corrective shoos., ot

saton Rouge Sports and Physical Therapy Center - orders
and sells adaptive strollers, orthokinetic wheelchairs, gyn-
nastic balls

Louisiana Respiratory Therapy Conter - sells/ronits oxvgen
tents, heart monitors

A&P stores - sells a disposable super toddlor diaper for chil-
dren over thirty pounds. Goes to fortv-five to fitty pounds

Home and friend made equipment:

A carpenter - can build parallel bars. corner tables, exercise
tables. overhead ladders

A parent - can make padding or find a block to position a
child

A parent - can use a0 weighted tovhox on rollers for the
child’s waltking practice

A parent - can niake extra large training pants by sewing the
heavy padding trony a large pair of training pants into a pair
of regular pants

A parent - can make bath mits trom terrveloth 1o enable the
child to grip the soap

47

Aruitoxt provided by Eic:



Record Keeping

“Good files are as important as a good doctor.” It's essential to save
reports about and evaluations of the handicapped child. However, the
Hling svstem should not be so complicated that it's one more chore.

There are a number of possible choices.

“ Manila envelopes with tabels

* Boxes

© A notebook binder - use tabs, Keep information in a box or
basket and put in appropriate categories several times a
vear, as needed

* File folders - can kep on a shelf or in a file cabinet: can save
all information in one place, and file here periodically

Categories can be medical information, articles on nutrition, pend-
ing legislation. evaluation. LE.Ps, carly intervention techniques. work-
shop materials, ote.

Information can be filed by date. by docior, by 1eacher, or just alpha-
betically,

Ope excellent wav 1o pull what vou need from vour mountain of
paper is to keep two running lists in a separate file. One should be
medical mitestones, by date, such as tubes in cars. cleft palate surgery,
efe.and the other can record, by date, developmental milestones.
such as sitting up, putting weight on feet, ete. This information will be
requested many times. whenever vou start a new program or see a
new doctor, so it is a most useful list to have,
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The contents of this publication were developed under Grant
#GOOBSC3019 from the Division of Educational Services, Severely
Handicapped Branch, Special Education Programs, Office of Special
Fducation and Rehabilitative Services, U.S. Department of Education.
However, these contents do not necessarily represent the policy or
position of those agencies and you should not assume endorscment by
the federal government.

This public document was published at a total cost of $1,997 87,
One thousand copies of this document were published in this first
printing at a cost of $1,997.87. The total cost of all printings of this
document, including reprints, is $1.997.87. This document was
published by the Louisiana Department of Education, Offic of Spe-
cial Educational Services, Post Office Box 94064, Bat 1 Rouge, Lou-
isiana 70804, to provide information to famil -+ of handicapped
individuals. This material was printed in accordance with the stand-
ards for printing by state agencies established pursuant to R.S.
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Thomas G. Clausen

State Superintendent

Louisiana Department of Education
P.O. Box 94064

Baton Rouge, LA 70804-9064

“DISABILITIES INFORMATION ACCESS LINE AVAILABLE”

“Call DIAL." That's the motto of the newly developed statewide
computerized information and referral system for persons with de-
velopmental disabilities. This service will provide a central source
of information on services provided by .najor state agencies, hospi-
tals, associations, private service providers, support groups and var-
ious other state and public agencies. Family members and
providurs of services for developmental disabled persons are also
encouraged to use the toll free line established by the Developmen-
tal Disabilities Council. The toll free line will be operationalized on
a pilot basis October 1, 1987.
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